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WELCOME TO

HEP VOICE

The year has been off to a
great start for the hepatitis
community with various
events working towards
accelerating hepatitis
elimination efforts.

February saw a very productive conference at APASL in Taiwan. In March, the
World Hepatitis Alliance (WHA) hosted an engaging webinar with high-level
speakers discussing how the Global Health Sector Strategy can be used to drive
change.You can read more on page 17.

In Hep headlines, we see several countries making good progress on hepatitis
C elimination and the announcement of a new Gavi CEO from Nigeria. This
appointment comes at a crucial time as we accelerate efforts to reach the 2030
hepatitis elimination goals, Gavi’s support will be vital.

We also meet Lien Tran, a Viethamese epidemiologist and PhD scholar who co-
founded a support group for Vietnamese people living with hepatitis in Australia. |
hope you are inspired by her story and are encouraged to share yours with us.

I hope you enjoy this edition of hep voice and look forward to seeing all your
amazing work this year.

o ~—"

Cary James, WHA Chief Executive
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DATES FOR YOUR DIARY

World Health Day encourages health for all — giving people
access to healthcare without financial constraints. This
year, WHO celebrates 75 years of public health successes,
improving quality of lives across the world. Countries and
government must ensure that hepatitis treatment, testing
and preventative services are accessible to all who need it
regardless of their socio-economic backgrounds.

Find out more here.

World Immunization Week aims to highlight the action
needed to promote the use of vaccines to protect people
of all ages against disease. WHO recommends that all
infants receive the hepatitis B vaccine as soon as possible
after birth. The birth dose vaccine is highly effective at
preventing liver cancer, also contributing to Sustainable
Development Goal target 3.4 to reduce premature
mortality from non-communicable diseases by a third by
2030. Find out more here.

The Global Hepatitis Summit (GHS) will share the latest
research in all aspects of liver diseases, including viral
hepatitis. There will be an insightful and engaging NOhep
Medical Visionaries Forum at this year’s GHS on Thursday
27 April where speakers will discuss ‘Viral Hepatits
Elimination: Ensuring that services and innovation reach
affected communities’. More information to come.
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The theme for this year’s mental health week is “anxiety”. People living with
chronic hepatitis often suffer from depression and anxiety due to several
factors, including stigma and discrimination. Mental Health Awareness Week
is an ideal time to think about mental health, including tackling stigma and
discrimination for people living with hepatitis. WHA’s stigma report highlights
lived experiences of those impacted by the virus and effects of stigma and
discrimination in their lives. Find out more here.

European Testing Week is a European campaign that encourages
community, healthcare and policy institutions in Europe to unite to
increase testing efforts and promote awareness on the benefits of earlier
hepatitis and HIV testing. Most people living with hepatitis are unaware of
their diagnosis so it is an important time to increase awareness on testing
to save more lives. Find out more here.

World Health Assembly is the decision-making body of WHO. It is held
annually in Geneva, Switzerland and attended by delegations from all WHO
Member States and focuses on a specific health agenda prepared by the
Executive Board. The main functions of the World Health Assembly are to
determine the policies of the Organization, appoint the Director-General,
supervise financial policies, and review and approve the proposed
programme budget. Find out more here.

Registrations are open for the hybrid EASL Congress hosted in person in
Vienna, Austria. Don’t forget the deadline for abstract submission is 11
April 2023. The congress fosters interactivity and expands opportunities to
share research and network with the global liver community, both onsite
and online. Find out more here.



https://www.who.int/campaigns/75-years-of-improving-public-health
https://www.who.int/news-room/events/detail/2023/04/24/default-calendar/world-immunization-week-2023
https://www.worldhepatitisalliance.org/stigma/
https://www.mentalhealth.org.uk/our-work/public-engagement/mental-health-awareness-week
https://www.testingweek.eu/
https://www.who.int/about/governance/world-health-assembly
https://www.easlcongress.eu/

HEP HEADLINES

Let’s look at some of the latest

hepatitis news from around the world.

Global hepatitis
organisations
commemorated World
Cancer Day

Chronic hepatitis is the major risk factor of

liver cancer, which is the third highest cause

of cancer deaths globally. Using the hashtags
#WorldCancerDay, #CloseTheCareGap,
hepatitis advocacy organisations including
WHA, expressed their commitment to drive
equitable access to hepatitis treatment,
screening, and vaccines amongst communities
and people living with viral hepatitis. Increased
access to these cancer preventing services will
save the hundreds of thousands of lives lost
each year to the disease.

Relentless advocacy, involvement of people
with lived experience and visionary political
leadership will be essential for progressing
towards viral hepatitis elimination and liver
cancer prevention.

See more activities that went on around the
world on Worl ncer Day here.

World Hepatitis
Summit 2024

The next WHS will be held in Lisbon, Portugal
in, 2024. The Ministry of Health of Portugal is
providing institutional support. Building on the
legacies of previous summits, WHS 2024 will
be an opportunity for the global community

to once again come together and ensure we
continue to drive action to improve the lives of
the more than 350 million people globally that
are living with viral hepatitis.

Keep your eyes peeled for more information
in the coming weeks! In the meantime,
catch up on the 2022 sessions and read the

report here.

Sponsorship is crucial to enable us to
deliver the summit, and details of a range of
sponsorship packages are now available.

Contact: summit@worldhepatitisalliance.org to
speak to the team and find out more.
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Gavi appoints ex-Nigerian minister as CEO
e

Former Nigerian Minister of State for health, Dr
Muhammad Ali Pate has been appointed new
CEO of Gavi, the Vaccine Alliance to replace Dr

Seth Berkley who has led the alliance for 12 years.

Dr Pate will assume office in August 2023.

This appointment comes at a crucial time as the
hepatitis community looks to accelerate efforts for
hepatitis elimination by 2030. Currently almost a
million lives are lost each year to liver cancer and
other liver diseases caused by chronic hepatitis B
infection. Around 70% of hepatitis B infections
worldwide occur in Africa, but fewer than one in

five children in the region receive the vaccine at
birth due to inequitable access. Learn more here.

The Georgian government will start a new
hepatitis B elimination programme this year. The
head of the Infectious Diseases and AIDS Centre,
Tengiz Tsertsvadze is confident that the country
will meet WHO'’s target to eliminate hepatitis B

by 2030. Their previous programme which was
launched in 2015 has resulted in 98% successful
treatment rate across Georgia. Find out more here.

UK on its way to hepatitis C elimination

A report by the UK Health Security Agency has
stated that the UK is on course to achieve the
WHO target of reducing new chronic hepatitis C
virus (HCV) infections by 80% by 2030. According
to the report, 92,900 people were living with
chronic HCV infection in the UK in 2021, which

is a decrease of 47% since 2015. Furthermore,

HCV-related deaths have also dropped by 31%
from 2015 to 2020. The authors have traced this
progress to an increase in testing and the roll-out
of direct-acting antivirals. Although this is a step
in the right direction, more work is needed to
reach the additional target of a 65% reduction in
mortality. Learn more here.
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https://www.worldhepatitissummit.org/world-hepatitis-summit-2022-video-platform/
https://bit.ly/3HIzLcb
mailto:summit@worldhepatitisalliance.org
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/1133731/hepatitis-c-in-the-UK-2023.pdf
https://www.gavi.org/news/media-room/dr-muhammad-ali-pate-become-next-ceo-gavi-vaccine-alliance
https://www.worldcancerday.org/
https://agenda.ge/en/news/2023/626

Biden administration
working towards HCV
elimination

Biden’s administration plans to establish a
National Hepatitis C Elimination Program to
expand testing, screening, prevention, and
treatment of HCV. The administration has said
it wants to dedicate $6.1 billion to set up this
program and a total of $11.3 billion to address
the program’s costs over the next five years.
The programme will focus on marginalised
populations that are the greatest at risk.
Learn more here.

CDC calls for universal
screening for hepatitis B

The US Centers for Disease Control and
Prevention (CDC) has issued its Universal Adult
Hepatitis B Screening Recommendations. In

the US, up to 2.4 million people are chronically
infected, yet only 25% of those individuals know
they are infected. The new recommendation calls
for all adults to be screened using the hepatitis

B triple panel (hepatitis B surface antigen, hep B
surface antibody and hep B core antibody).
Read more here.

Ghana project receives
50,000 anti-hep C
medicine from Egypt

A “STOP Hep C Ghana” project has received
50,000 anti-Hepatitis C medicines from the
Egyptian government to support the current
fight against hepatitis C in the country. The
medicines would be given for free to persons
living with the disease. Learn more here.

New research study
to improve access to
sexual health testing

A new research study has launched in Alberta,
which will allow people to access “free, quick
and confidential” testing for HIV, hepatitis C and
syphilis in participating community pharmacies.
The study — Adaptation of Point of Care for
Pharmacies to Reduce risk and Optimize
Access to Care in HIV, HCV, and syphilis
(APPROACH) 2.0 previously launched in other
provinces in Canada in December last year.

The number of people with sexually transmitted
blood-borne infections is on the rise, but many
are unaware of their infections, which hinders
them from receiving treatment. By providing
testing for these diseases, researchers are
attempting to determine how efficiently and
effectively they can reach people and fill

the gap in care at the community pharmacy

level. Learn more about the study and how to
rtici here.
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COMMUNITY PROGRAMME
FIGHTS FOR HEPATITIS
FINANCING IN NIGERIA

hepatitis C
elimination
within Nigeria
was not only
cost-effective,
it would

also prevent
infections and
save lives.
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https://www.contagionlive.com/view/biden-administration-others-working-towards-eliminating-hepatitis-c
https://www.businessghana.com/site/news/general/281693/STOP-Hep-C-Ghana-project-receives-50-000-anti-Hepatitis-C-medicines-from-Egypt
https://www.approachstudy.ca/?utm_source=miragenews&utm_medium=miragenews&utm_campaign=news
https://www.hepb.org/news-and-events/news-2/new-cdc-universal-screening-recommendations-will-save-lives-hepatitis-b-foundation-president-says/

Women and
Children Health
Empowerment
Foundation
(WACHEF)

What does your
organisation do?

Over the past 20 years,
WACHEF has been

working towards achieving

its vision of ensuring

universal and equal access

to quality healthcare and social
services among the general
population especially women and
children. This is achieved through
basic healthcare services such as routine
viral hepatitis B and C testing and HIV testing
and counselling services. WACHEF has self-
funded campaigns, sensitisation and raised awareness
of hepatitis in Taraba State.

Why did your organisation decide to apply for the project?

The burden of hepatitis B and C, experience and expertise gained over the years

motivated WACHEEF to apply for the project.

In Taraba State, the prevalence of hepatitis B and C is 12.8% and 4.7%
respectively. Without interventions focusing on awareness creation, sensitization
and advocacy on financing for viral hepatitis, there is a fear that the prevalence

will increase.

What is your organisations vision for the project? What
would your organisation like to get out of the project?

Financing for viral hepatitis has been a major issue globally
and this is an issue that requires immediate action. The vision
and objectives of WACHEF for this project are:

¢ To increase domestic resource mobilisation of viral
hepatitis through increased budget allocation

* Reduced stigma and discrimination
* Increased hepatitis B and C testing

¢ Greater involvement of private sectors

Care for Social Welfare
International (CASWI)

What does your organisation do?

CASWI engage in advocacy, awareness creation,
implementation of maternal and child health programmes,
and viral and non-viral hepatitis and STl related projects.
We also provide free screenings for hepatitis B and C and
conduct seminars and other sessions to promote hepatitis
prevention and care.

Why did your organisation decide to apply for
the project?

CASWI decided to apply for this project because it is a
great opportunity to expand the organisations knowledge in
engaging with key stakeholders and policy makers that will
support and influence hepatitis funding in the state.

What is your organisations vision for the project?
What would your organisation like to get out of
the project?

CASWI aims to:

* Increase the awareness level of viral hepatitis in Cross
River State

* Increase political will and motivation among parliament
members, traditional and religious leaders to address the
viral hepatitis funding gap in the state

* Promote special bills to fund hepatitis programmes
outside of HIV/AIDs programmes that are currently in use

As part of the project, WHA will also develop and deliver
online training for its Nigerian member organisations with
the aim to strengthen their ability to advocate for financing.
This training will not only build a stronger foundation for
lobbying but will also provide skills that WHA members can
use beyond the project life cycle. This project would not be
possible without the leadership of our local advisory board
in Nigeria who are responsible for its co-creation.
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The elimination of mother-to-child transmission of g L 5%
hepatitis B, HIV and syphilis will not only prevent

infections, it will save future generations.

On Tuesday, 6 December 2022, the World Hepatitis Alliance (WHA) in
partnership with the Clinton Health Access Initiative (CHAI), Coalition

for Global Hepatitis Elimination (CGHE), Elizabeth Glaser Pediatric :. - _ . D Fight to get bipartisan support for Ensure quality healthcare is provided
AIDS Foundation (EGPAF), Hepatitis Australia and the Hepatitis B ol h & e . "k r healthcare and specifically for triple by the government, including for
Foundation held a symposium on triple elimination at the UNITE i L/ i 5. > ' elimination of hepatitis B, HIV and those groups that are vulnerable
Conference of global parliamentarians. i3 syphilis Ensure public procurement laws
Titled ‘Looking to the future: Moving from dual elimination of HIV i Address barriers to the prevention support the purchasing of high

and syphilis to triple elimination with hepatitis B and the role of Y of mother-to-child transmission quality and affordable commodities
parliamentarians’, it addressed the rationale for triple elimination of ) of hepatitis B by supporting Promote values of respect, empathy
hepatitis B, HIV and syphilis as an urgent priority for strengthening il - the adoption of the policy and awareness for people living with
health systems and enabling countries to deliver on global : | recommendations set out in the WHA viral hepatitis

commitments, including the sustainable development goals. Speakers el o white paper ‘Mothers and Babies can’t

: . : . Advocate and build trust with
from Tanzania, Cambodia, Rwanda, Ecuador and Malaysia shared their . .
. . , , , ) o constituents to improve the uptake of
experience of either moving towards, or implementing, triple elimination . .. .
triple elimination services

programmes and some of the barriers faced. I = - " . I Monitor and scrutinise the

- o : ' imol . f bolici Support awareness raising activities
Alongside the country presentations, the human impact was bought to B ' {- : . implementation of policies and the community groups that
the centre of the discussion, with two speakers sharing how they were _ J1 g, A Provide important oversight of are often driving them as it has

personally impacted by a lack of access to the hepatitis B birth dose. p : < national agencies that are involved in been shown that activities led by

a triple elimination response community groups in local languages

lead to transformative results

Throughout the session the different roles that parliamentarians
can play to ensure that countries move from dual to triple
elimination, with comprehensive hepatitis B prevention of

We call on all parliamentarians to take forward these actions
and make the elimination of mother-to-child transmission of
hepatitis B, HIV and syphilis a reality.

mother-to-child transmission, which includes birth dose,
were highlighted and different resources available to
them shared. Watch the symposium here.
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https://www.worldhepatitisalliance.org/pmtct-report/
https://www.worldhepatitisalliance.org/pmtct-report/
https://www.worldhepatitisalliance.org/pmtct-report/
https://www.youtube.com/watch?v=gZcOW4Dlw_A&ab_channel=WorldHepatitisAlliance
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Micro-elimination has been achieved!

CALL FOR

DECENTRALISA
SERVICES IN ASIA-

NOhep Medical Visionaries came together
at the APASL conference in Taipei to discuss
the ‘Decentralisation of services for hepatitis
B and hepatitis C in Asia Pacific’. Speakers
discussed how we can deliver services that
better reach affected communities including:

* Opportunities for decentralising hepatitis
B care - Dr. Holden Hsu, Director, Center
for Liver Diseases, E-Da Hospital and
Associate, Professor, I-Shou University

¢ Elimination of HCV in Taiwan and the efforts
and role of NGOs - Professor Chia-Yen Dai,
Taiwan Liver Cancer Association

Harnessing Public-Private partnerships for
VH Elimination — Professor Saeed Hamid,
Professor of Medicine and Director,
Clinical Trials Unit, Aga Khan University,
Karachi, Pakistan

Treatment Decentralisation and access

to care for Viral Hepatitis — a patient’s

perspective — Jacki Chen, Founder &

Director of Taiwan Hepatitis Information
& Care Association (THICA) and

Professor, Rutgers Robert Wood
Johnson Medical Schooal,
New Jersey

Watch the session here!

Responding to the social,
cultural and economic
impacts of viral hepatitis

The need to respond to the social, cultural
and economic dimensions of hepatitis

diagnosis was the focus of discussions
among stakeholders and advocates at a
symposium jointly hosted by the Asian
Pacific Association for the Study of the Liver
(APASL), the Coalition to Eradicate Viral
Hepatitis in Asia Pacific (CEVHAP) and the
World Hepatitis Alliance.

The Asia-Pacific region is disproportionately
impacted by viral hepatitis, and the
symposium opened with personal stories from
four different people living with viral hepatitis,
all from the same region but all with a unique
story. The session explored in depth some of
the key themes from these stories, including
stigma and discrimination, the impacts of

viral hepatitis on mental health and links with
liver cancer. Throughout the symposium a
number of different tools and innovations were
discussed which if utilised have the potential
to change the landscape for viral hepatitis in
the region.

Watch the session here!

Hep Voice by World Hepatitis Alliance 15


https://www.nohep.org/news-resources/medical-visionaries-forum-2023/
https://youtu.be/b9OmohtCdPk
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Using the Global Health Sector Strategy to drive change

World Health Organization’s (WHO) new Global
Health Sector Strategy (GHSS) on HIV, viral
hepatitis and sexually transmitted infections
(STls) promotes the disease specific goals to
end AIDS and the epidemics of viral hepatitis
and STls by 2030. The new strategies propose a
common vision to end epidemics and advance
universal health coverage, primary health care
and health security in a world where all people
have access to high-quality, evidence-based and
people-centered health services.

The new GHSS sets out interim 2025 targets that
countries will need to work towards. With less
than three years until these interim targets and
eight years until the 2030 targets, most countries
must accelerate their efforts to achieve them.

WHA held a webinar titled ‘Hepatitis Can’t

Wait: Using the Global Health Sector Strategy

and its 2025 targets to drive change’.

The session was Chaired by WHA President,
Danjuma Adda; Executive Director, Center for
Initiative and Development (CFID) and Chagro-
Care Trust (CCT).

Dr Olufunmilayo Lesi, Global HIV, Hepatitis
and STls Programmes Lead, World Health
Organization (WHO) kicked off the session
and provided an overview of the new GHSS,
the five strategic directions, and the 2025 and
2030 targets.

Devin Razavi-Shearer, Associate Director

of hepatitis B, Center for Disease Analysis
Foundation (CDAF) provided an update of the
progress countries have made to these goals
and what needs to be done to achieve them.

Global Health Sector
Strategy 2022 - 2030

How civil society can use it Hepatitis
nge

Honourable Ector Jaime Ramirez Barba, MD

and Member of Parliament, joined the session

on behalf of UNITE Parliamentarians Network

for Global Health. Honourable Ramirez Barba
shared best practice and legislative experiences
from Mexico, reforms for hepatitis C and 2030
viral hepatitis elimination targets for Mexico. Read
Honourable Ramirez Barba’s bl here.

Finally, Danjuma Adda discussed how
community-based organisations and activists can
use the GHSS and its targets for advocacy and to
hold countries and health systems accountable
to their commitments. Danjuma also shared
experiences from Nigeria including planning and
implementation of national programmes, using
the previous GHSS.

Watch the webinar here!

This webinar was supported by Qbbvie

WHA has developed a brief toolkit to summarise

what the GHSS means for civil society and
community organisations and equip them to use
the GHSS as a tool to support advocacy efforts and
drive hepatitis-related policies.

As part of this, there is a template

World

Alance letter, co-signed by WHA, for

civil society and community
organisations to adapt and use to
engage their health ministers
and governments.

Ther r n
found here.
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https://www.unitenetwork.org/unite-la-hepatitis-no-puede-esperar/?utm_source=blog&utm_medium=social&utm_campaign=WHA
https://www.worldhepatitisalliance.org/news/using-the-global-health-sector-strategy-and-its-2025-targets-to-drive-change/
https://www.worldhepatitisalliance.org/news/using-the-global-health-sector-strategy-and-its-2025-targets-to-drive-change/
https://www.worldhepatitisalliance.org/news/using-the-global-health-sector-strategy-and-its-2025-targets-to-drive-change/

FundHepa is a non-profit organisation, located

in Mexico, created in 1998 by a group of people
concerned about liver disease and preventing,
detecting and treating those affected as quickly
as possible. Their work is carried out with the help
of companies, institutions and friends committed
to achieving better liver health in Mexico.

On 26th October 2022, FundHepa held a virtual
forum on ‘Awareness on Liver Cancer: Prevention,
Risks and Impact on the Mexican Population’.
The purpose of the forum was to facilitate a
conversation between experts and legislative
representatives around types of neoplasia, risk
factors that impact the Mexican population,
advances in scientific research and prevention
and treatment of liver cancer. Discussing these
topics would help establish the need for a
National Liver Cancer Awareness Day, which
would be on 30th October, annually.

Prior to the forum, FundHepa approached Dip.
Maria Eugenia Hernandez Pérez, the secretary
of Science and Technology Commission of the
Chamer of Deputies, who took interest in their
proposal of having a National Liver Cancer
Awareness Day. She agreed to invite other
members of the Chamber to share information
at the forum to listen to information regarding the
importance of preventing liver cancer in Mexico.

Previously, FundHepa has created the
‘Alliance in Favor of People with Liver
Cancer’, which was made up of mainly
doctors who were interested in liver cancer.
FundHepa believe that this movement gave
their organisation a stronger voice and
helped when presenting their initiative to
experts and legislative representatives.

DE PRENSA

E————

o & 3 imaradediputa -— BN Y dinutad

-~

el

i'l R ‘-‘ B

Dip. Emmanuel Reyes Carmona, President of the
Health Commission of the Chamber, was also
present at the forum.

A press conference was held the next day to
@ The Mexican population is at a high

risk of developing fatty liver and

inform the media about the forum.

liver cancer

@ The Mexican Ministry of Health need

The forum was a success and the attending to pay more attention to this issue

deputies took interest in the proposal for a © Being aware of the risk factors

National Liver Cancer Awareness Day and agreed associated with fatty liver, liver

to present the idea to relevant personnel. . .
P P cancer and prevention are essential

The idea was presented on the Parliamentary and should be considered by the

Gazette on November 4th 2022. Mexican Ministry of Health

Due to unforeseen
circumstances, it was not
possible to hold the meeting
in person. FundHepa was happy
that they were able to bring people
together virtually.

h ://comunicacionsocial.di . .mx/index.ph
notilegis/propone-maria-eugenia-hernandez-instaura
el-30-de-o bre-de-cada-a-o-como-el-dia-nacional

ncer-h i

hitps://www.animalpolitico.com/salud/higado-g

https://www.eleconomista.com.mx/amp/opi
Ranking-de-hospitales-privados-un-ej
transparencia-20221107-0006.html

hitps://re afactorrh.com/bienestar-2
mpulsan-dia-nacional-de-canc

https://www.saludiario.com/dia-g
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https://comunicacionsocial.diputados.gob.mx/index.php/notilegis/propone-maria-eugenia-hernandez-instaurar-el-30-de-octubre-de-cada-a-o-como-el-dia-nacional-del-cancer-hepatico
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https://comunicacionsocial.diputados.gob.mx/index.php/notilegis/propone-maria-eugenia-hernandez-instaurar-el-30-de-octubre-de-cada-a-o-como-el-dia-nacional-del-cancer-hepatico
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https://diputadosmorena.org.mx/blog/2022/11/03/diputada-de-morena-propone-instaurar-el-dia-nacional-del-cancer-hepatico-para-concientizar-a-la-poblacion-sobre-la-enfermedad/
https://diputadosmorena.org.mx/blog/2022/11/03/diputada-de-morena-propone-instaurar-el-dia-nacional-del-cancer-hepatico-para-concientizar-a-la-poblacion-sobre-la-enfermedad/
https://diputadosmorena.org.mx/blog/2022/11/03/diputada-de-morena-propone-instaurar-el-dia-nacional-del-cancer-hepatico-para-concientizar-a-la-poblacion-sobre-la-enfermedad/
https://www.animalpolitico.com/salud/higado-graso-prevalencia-sin-politica-deteccion
https://www.animalpolitico.com/salud/higado-graso-prevalencia-sin-politica-deteccion
https://www.eleconomista.com.mx/amp/opinion/Ranking-de-hospitales-privados-un-ejercicio-de-transparencia-20221107-0006.html
https://www.eleconomista.com.mx/amp/opinion/Ranking-de-hospitales-privados-un-ejercicio-de-transparencia-20221107-0006.html
https://www.eleconomista.com.mx/amp/opinion/Ranking-de-hospitales-privados-un-ejercicio-de-transparencia-20221107-0006.html
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| was diagnosed with hepatitis B when | was at college.
| secured a scholarship to study at a university in
Europe. | felt fortunate and proud, as | was the first
person from my small village in Northern Vietnam to
get the opportunity to study abroad. As a part of the
paperwork for my scholarship, | had to do a health
check including a hepatitis B test. When | got the
results, the doctor told me | had hepatitis B and that |
would not be able go overseas.

| have no idea how I got it, but we do have a family
history of hepatitis B. My maternal grandmother died
of liver cancer. My mother lives with hepatitis B, but
my father is free from hepatitis B even though he’s not
immunised. Even with all the readings that | have, |
cannot figure out how | got it.

ALV

| did not really talk about that. A while after the
diagnosis, | knew | could live a normal life and forgot
about it — | mean, it was not on top of my head at all.
When we decided to get married, | told my husband,
then boyfriend, about my status, | was met with
empathy and acceptance. Even though he did not
know much about the disease and was afraid of
contracting it, he chose to love and not stigmatise.
We soon got confirmation from the doctor that

his vaccination was effective and his immunity
against hepatitis B was high. Unfortunately, | knew
many people did not react with such acceptance.
Therefore, | chose not to tell my friends, colleagues,
in-laws, or anyone who was not at risk of contracting
the disease from me.

| was given no further information about the reality of
living with hepatitis B by the doctor who diagnosed
me. Since | had no symptoms, | nearly forgot about
my diagnosis. Few years later, | started researching
hepatitis B on the internet. At the time, using the
internet was a luxury, with one-hour access at an
internet cafe costing me as much as one meal.

It took me many meals to discover | can live with
hepatitis B.

| did not know about hepatitis B, so | did not
question the doctor’s advice. | blindly trusted him

and rejected the scholarship. It was only when | was
older that | found out that that doctor was wrong.
| could have taken up the scholarship. | would not

Losing my scholarship was not the worst part of my diagnosis.
The only thing | knew about hepatitis at the time was that it was
a liver disease, hepatitis is translated to Vietnamese as “liver

inflammation”. My grandmother died from liver cancer and | have thought | was dying either and may have had a

thought | would die too. better second semester at the university.
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What is the attitude of the Viethamese
community towards hepatitis?

| cannot talk for everyone but here are some
things that | know. | lost my opportunity to study
abroad because of my status. A friend of mine
lost the chance to have a life partner because
she was rejected upon disclosing her diagnosis.
Other people | know lost their jobs. | think like
many other infectious diseases, there is stigma
and discrimination around hepatitis B and C -
around the fear of being infected, due to lack of
awareness on how it is transmitted.

Are you comfortable sharing your status with

everyone around you?

Not to that level of completely comfortable yet,
especially in my social circle, but | am trying to
get there.

| have finally felt less stigmatised and guilty of
living with hepatitis B. This has been contributed
by putting myself forward to speak up about it.
Each time | speak up in front of people, either

at meetings, conferences or on media, | feel
empowered when being listened and seeing
the impact.

At times, | think of hepatitis B as our “family
heritage” and pleased it was broken at my
generation and my kids are free from hepatitis
B. | am even more pleased that we can now talk
about hepatitis B comfortably in the family. The
silence has been broken.

Hep Voice by World Hepatitis Alliance

What do you do and what does your
work involve?

I currently work at the WHO Collaborating Centre
for Viral Hepatitis - Doherty Institute, Australia.
My research is on improving engagement in

care and treatment of people living with viral
hepatitis in Primary Care. | co-founded and
moderate an online support group for Viethamese
living with hepatitis in Australia with more than
850 members. Together with some hepatitis B
champions in Australia, we established a not-
for-profit organisation called Hepatitis B Voices
Australia with the aspiration that the voices of
people living with hepatitis B is central to the
hepatitis B response and elimination. | am the
Regional Board Member for WHA, representing
the WHO Western Pacific Region.

Has living with hepatitis B hindered your
lifestyle and hobbies in any way?

Not really about lifestyle or hobbies, | guess.

My life path changed because of my diagnosis.
Going through the fear and devastated stages, |
am now proud that | have been publicly speaking
about my condition, my experiences, and my
journey to break down barriers for people living
with hepatitis. | have it and I'm still healthy and I'm
thriving in my career.

Do you have a message to share with others
living with hepatitis?

As a proud wife, mother of two now and being
inspired to work for the cause, | want to tell
people living with viral hepatitis that we can still
live a fulfilling life despite the diagnosis. We are
not defined by it and we are much more than
that diagnosis.
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